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Abstract 
 
Reform of psychiatric care in Sweden, meant to improve support and coordination of care for people with mental illness, has 
passed much of the rehabilitation and daily care of these people on to their families. This study explores the psychiatric health 
care system as experienced by family members of people with mental illness. We conducted 18 tape-recorded interviews with 
close relatives of people with mental illness in the health care district in northem Sweden. The results show that they feel guilty 
about not providing enough support for their relatives, they are unsure of where to go for support and answers to their questions 
about their relative‟s diagnosis, prognosis, proposed date of discharge from hospital, and rehabilitation requirements. Most also 
feel the need of professional therapy for themselves. Serious criticism was levelled against the current reforms to psychiatric care 
in Sweden, which family members experienced as discontinuous and inconsistent between the different levels of municipal, 
county, and national health care and social services. 
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Accessible summary 
 
 Reform of psychiatric care in Sweden has passed much of the rehabilitation and daily care of people with 
mental illness on to their relatives. 
 We interviewed 18 people about their experiences with the psychiatric care of a close relative and found that 
they felt guilty about not providing enough support to their mentally ill relative, but they also felt unsupported, 
ill-informed, and confused by the psychiatric care system. 
 Family members wanted to be supportive, but felt that they also needed support in the form of better 
information, consistency throughout the various levels of care, and professional therapy for themselves. 
 Relatives of people with mental illness recognize that reform has brought some improvements to psychiatric 
care, but they are disturbed and confused by the lack of coordination between municipal, county, and national 
levels of service. 
 
1.  Introduction 
 Since the mid-1970s the gradual deinstitutionalization of care for people with mental illness in Sweden has been 
accompanied by a major shift to outpatient care (Estroff 1989), which has strained the financial and human 
resources of local governments (Topor 2001). Outpatient care teams have been responsible for prevention, acute 
care, and the satisfactory functioning of the reporting system, but lack of resources and social isolation may mean 
that psychiatric outpatient treatment is detrimental to the long-term mentally ill (Markström 2003). Despite attempts 
to improve coordination and support for the mentally disabled, the Swedish Government‟s official report on 
Open access under CC BY-NC-ND license.
2297A.-B. Wilhelmsson / Procedia - Social and Behavioral Sciences 30 (2011) 2296 – 2304 A.-B. Wilhelmsson / Procedia – Social and Behavioral Sciences 00 (2011) 000–000 
 2 
psychiatric care (SOU 1992:73) highlighted deficiencies in coordination and responsibilities and revealed a number 
of areas in which mentally ill people were worse off than other groups. Psychiatric reform in 1996 resulted in the 
creation of new, open types of operations including different forms of accommodation; meeting places for 
vocational, leisure, and social activities; vocational rehabilitation; adapted education, and personal representatives. 
Continuity of care and support do not necessarily accommodate individualizing the rehabilitation of the mentally ill, 
but evaluations of the reform (Socialstyrelsen 1997, 1999a, 1999b; Barron et al. 2000, Markström 2003) have shown 
positive effects attributed to patients‟ increased freedom and ability to affect their own lives. The recent 
deinstitutionalization of psychiatric care has shifted considerable responsibility for people with mental disorders to 
their families, who often act as a connecting link between the person with the illness and the psychiatric care system 
(Jansson 2001). The National Board of Health and Welfare‟s indicators of good quality „patient-focused care‟ 
emphasize dialogue between patients, health personnel, and relatives (Socialstyrelsen 2008), and communication has 
become an important pedagogical factor in professional training (Berge 1997, Berge with Ve 2000). However, 
county councils, responsible for health services in Sweden, have no explicit law upon which to establish regulations 
concerning relatives‟ rights and responsibilities. The current law, the Health Care Act (HSL 1982:763), considers 
the patient‟s perspective essential and permits family members to participate in care only so far as the patient 
allows.Families of people with schizophrenia experience grief, sadness, guilt and shame, and the loss of the strong 
healthy person their loved one should have been (Syrén 2010). Because they are confronted with both emotional and 
knowledge-related difficulties, it is important for relatives to have knowledge, education, and support in their daily 
lives (Magnusson & Lützén 1999, Magnusson et al. 2002). National Psychiatric Reform Coordinator (SOU 
2006:100) recommended strengthening the role of relatives in the care of psychiatric patients, and since 2009 
relatives caring for a person with mental illness have been eligible for individual support from the community 
(Socialtjänstlagen 2009), many families feel excluded and unsupported by the county and the municipality 
(Ewertzon et al. 2010). 
1.1. Pedagogical Reflections 
The ongoing restructuring of the mental health service has increased the burden of expectation on relatives of 
people with mental disabilities (Jansson 2001). Therefore it is important for relatives of the mentally ill to receive 
knowledge, education, and support in their daily lives. This study provides valuable knowledge and experience from 
close relatives that may be used for learning and the development of personnel competences and skills. These skills 
can help relatives in their contacts with family members suffering from mental illness and also with authorities and 
health care personnel. Adopting a new approach to the problem and seeing the problem from a new angle means that 
communication becomes an important pedagogical factor (Engeström 1990, Berge 1997, Berge with Ve 2000, 
Pejlert 2000, 2001, Säljö 2000). We believe that psychiatric care and county council personnel could benefit from 
continuing personal contact and written feedback in a communication study circle group that incorporated dialogue 
within and among psychiatric caregivers, patients, and patients‟ relatives. This study will provide valuable 
knowledge and experience to contribute to strategies for the support of relatives caring for people with mental 
illness. 
1.2. Aim 
The aim of this study is to illuminate relatives‟ experiences of care and caregivers in a psychiatric caring context.  
 
2. Method 
This is an explorative, descriptive study using inductive qualitative content analysis of individual interviews with 
relatives of people with mental illness. 
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2.1.  Participants  
 
This study was conducted among relatives of people with mental illness within a health care district in northern 
Sweden. Relatives living in the community were recruited through advertisements in daily newspapers and 
encouraged to contact the researchers by telephone. Participants were informed about the study and given written 
information, including the aims, the ethical aspects of the study, and their right to terminate participation at any time 
without any consequences. 
The criterion for participation in the study was having a close relative with mental illness. A total of 19 people 
showed interest in participation, but one decided not to participate due to personal reasons. Of the remaining 18 
relatives of people with mental illness, 13 were women (7 mothers, 2 wives, 3 daughters, and 1 sister) and 5 were 
men (2 fathers, 1 husband, 1 son, and 1 son-in-law), and their ages varied between 32 and 79 years (median = 54.5). 
The people with mental illness were 9 men and 9 women whose ages varied between 27 and 82 years (median = 
47.5). Their diagnoses were schizophrenia, anxiety disorders, Asperger syndrome, and bipolar syndrome, and years 
of illness ranged from 5 to 60 (median = 20). Participant characteristics are shown in the table. 
 
2.2. Interviews 
 
We conducted narrative interviews (Michler 1986) between October 2005 and March 2006 with relatives (n = 18) 
of people with mental illness, focused on their experiences of psychiatric care and caregivers. The interviews were 
carried out using an interview guide, and the initial question, following collection of background data (age, 
profession, marital status, relationship to person with mental illness) was, „Please tell me about your experiences of 
care and caregivers.‟ The interviews lasted between 80 and 120 minutes (median = 90 minutes) and were tape-
recorded and transcribed verbatim. 
2.3. Data analysis 
The transcribed interviews were subjected to qualitative content analysis. Content analysis systematically 
analyses written or verbal communication (Krippendorff 2004), focusing on differences between and similarities 
within parts of the text, resulting in categories and themes. A theme is a thread of meaning running through the 
categories on an interpretative level (Graneheim & Lundman, 2004). 
To get a sense of the whole the transcribed interviews were read through several times. The analysis was 
performed in several steps. First, we identified meaning units relevant to the aim of the study. The meaning units 
were then condensed and labelled with codes. Second, the codes were compared for differences and similarities and 
eventually sorted into categories. Finally, two themes were formulated. To obtain trustworthiness, the authors 
reflected on and discussed every step in the analytic process as a group until consensus was reached.  
 
2.4. Ethical considerations  
 
The study was approved by the Ethics Review Committee of the Medical Faculty, Umeå University (§575/03 
d.nr.03-516). It was made clear to participants that they could delay or discontinue participation at any time with no 
consequences or change in the care of their ill relative. All material collected from the interviews has been treated 
confidentially and only the researcher and supervisors have had access to it. Only basic demographic information 
about the interviewees was recorded and identifiable personal characteristics were removed to ensure anonymity. 
Other studies have noted that the act of narration can itself result in relief for the participant (see Lea Gaydos 2005). 
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3. Findings 
The main findings indicate two themes in the experiences of relatives of people with mental disabilities: 
„struggling against powerlessness’ and ‘seeing glimmers of hope’. Despite organizational changes in psychiatric 
care, participants still feel they and their ill relatives are neglected and they desire more dialogue and participation in 
care and treatment. They want information about who to contact in acute and difficult situations and they ask for 
support and consideration for the whole family. They also relate having positive experiences and gaining glimmers 
of hope from staff in the hospital. The themes are presented below and illustrated by abstracts and quotations.  
 
Struggling against powerlessness 
This theme runs through and unites the subthemes ‘dissatisfaction with the psychiatric care system’, ‘distrust of 
the psychiatric care and treatment programme’, and „dissatisfaction with the lack of proper and timely care and 
support’.  
Dissatisfaction with the psychiatric care system: 
Participants described discontinuity and inconsistency in care and treatment between the different service levels 
of county council, municipal government, and national social services, along with lack of prevention, planning, and 
rehabilitation. They said that medical decisions are often incorrect and that their relatives do not receive appropriate 
support and guidance. Different authorities, they said, blame shortfalls in treatment on lack of money and resources. 
Dissatisfaction with psychiatric care results in lost confidence in the medical profession and the health service as a 
whole. No one is seen to take responsibility, and although some feel that they must protest, they feel that their 
complaints fall on deaf ears as they are sent from one office to another. „I felt that there was no follow-up. It doesn‟t 
work, there is no coordination between treating doctors.‟ „When you ask, they refer to professional confidentiality.‟ 
„I want to know who I can contact if I need help. I want the authorities to listen to me ... and to use their energy 
where it is needed, instead of in opposing [me].‟ 
Admitting the sick relative to hospital is difficult and discharge is often too early, which can result in intolerable 
situations and feelings of insecurity. „Yes, the doctor indicated they could not keep him against his will, so then after 
a couple of months, we had to take coercive measures again.‟ Getting information from the hospital is also difficult: 
„... and then I call the psychiatric clinic… Yes, they cannot give out information about whether someone is there or 
not.‟ „You know that something is going on, but you have no information about what and when , and how long you 
must wait, and so on.‟ Relatives also noted the difference between medical and psychiatric care. One son compared 
the care of his father in the medical clinic with that of his mother in the psychiatric clinic of the same hospital. „It 
seems [there is] a big difference in methods of treatment between medical and psychiatric care. My experience was 
that my father had highly professional care with modern technology and the personnel took good care of me as his 
relative. But I think there is really no difference between illness and illness.‟  
Having no one to contact, not being informed of when their relatives are ready to go home from the hospital or of 
other important episodes, and being denied information they have expressly asked for leave relatives feeling 
powerless and passed over and contributes to their loss of confidence in psychiatric health care and the medical 
system as a whole. 
Distrust of the psychiatric care and treatment program me:  
 
Some participants described being allowed to make only sporadic contributions to their loved one‟s care and 
being denied a comprehensive view of their treatment or progress. When they have asked for information about the 
treatment and action plan, some have been given inexact information, others have had long waits for answers, and 
some received no answers at all. 
Relatives feel that they cannot play an adequate part because they have too little information, are excluded from 
discussions about strategies, and are denied the help they need and wish. They feel angry and embittered over help 
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that arrives too late or not at all. One father describing the system‟s lack of competence to take care of his child with 
Asperger syndrome said, „Yes, they don‟t have enough support and guidance, and even they will say that.‟ But then, 
he said, they put the responsibility for care on him: „Be a man, [develop the] right sort of competence, and learn to 
provide the necessary care. The personnel are not up to date.‟ 
Participants also described how they often found that no one on staff seemed to know anything about their 
relative‟s ongoing care and treatment. „It was too late. They did not catch the problem in time, so the psychiatric 
problems deteriorated.‟ A woman whose mother lives alone in her own apartment said, „I am her spokesperson. It 
was messy the last time with medical intake. My mother was missing her pills and had lost 13 kilos in weight. I 
think it‟s very strange that the nurse who visits my mother in her home once a week would not call her relatives.‟ 
 
Dissatisfaction with the lack of proper and timely care and support:  
 
Some participants described a lack of empathy and kind treatment from caregivers and felt they and their needs 
were questioned and brushed aside. During the course of their relatives‟ illness, they had to fight to participate in 
their care, which resulted in frustration, hopelessness, and loneliness. 
Relatives report that information is frequent conflicting, and no serious investigations or judgements take place. 
They experience lack of continuity when they encounter new doctors every time, each offering a different diagnosis 
and proposing a different treatment. They described feeling powerless against the illness suffered by their relatives 
and frustrated in their search for help. No one takes complete responsibility for their relatives, but no one gives them 
the information they need to play a more responsible role themselves. Patient confidentiality is an obstacle to their 
gaining insight into their relative‟s illness and care. Their confidence in the doctors, and in the entire public mental 
health service, has been broken. „It is bad that the psychiatric system never makes contact with me. I must always 
make contact with them. And when I feel bad, the contacts are sporadic.‟ „When my husband is mentally ill, they do 
not ask for me. I cannot fight the psychiatric care staff and say “Listen to me.” When he is sick he goes on the bottle 
and it is frustrating for me.‟ 
Relatives feel uncertain about the future and wish for help and some relief from the pressure, since in many cases 
they have no support at all. One mother said, „I have no relative‟s security [state support], but I am a caregiver 24 
hours around the clock, day and night.‟ And a husband worried about being denied information explained, „We went 
together and of course I expected that I would participate. But suddenly I was told when we were on the way to the 
doctor‟s room, “Stop. You do not, I do not want to have you with us … I want to speak with her alone”.‟ 
The husband was frightened by the lack of continuity and responsibility in his wife‟s care, as was the relative 
who told this story: 
“She was taken to the psychiatric hospital with a police escort. We contacted her doctor when she arrived at 
the hospital, and we were informed that she was in the hospital voluntarily. We questioned whether she 
really could be in good health after a transport of 24 miles and some hours. The answer was that it was not 
our problem. Later in the evening her neighbors called us and said that she was backing home. No one had 
told us, and we had her keys. After that it took two more days for her to be committed to the psychiatric 
hospital”. 
The dissatisfaction and distrust expressed in these subthemes are both expressions of, and contributing factors 
towards, the theme „struggling against powerlessness‟. As one daughter put it, „I am sorry and disappointed about 
everything; I think that is why I am involved in this study‟. In order to combat the powerlessness they feel, some 
participants have considered or have threatened filing a report about something that happened with their sick 
relatives, and they relate that such complaints can have an effect. Some participants have found that before someone 
intervenes, the reported course of illness must be worse than the level at which they actually require help. This they 
understand (and have been told by psychiatric personnel) is due to lack of resources in some psychiatric specialties. 
One mother described the long struggle to find specialized inpatient care for her child as „a heavy shadow over the 
family‟. 
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Seeing glimmers of hope 
This theme comprises the subthemes ‘having a good meeting’ and ‘being relieved of a burden’. While the 
participants described mainly negative experiences of care and service, none of them reported entirely negative 
experiences, and all gained some positive experiences and glimmers of hope from the timely care and support of 
particular members of the hospital staff who listened to them and understood their situation. Although the main 
frustration seemed to be lack of information and knowledge of who to contact, at some point every participant had at 
least one helpful contact with staff that gave them hope. 
Having a good meeting:  
Every participant in the study was clear about the importance and meaning of finally having someone listen to 
them. Being heard made them feel confirmed, and they described how much they appreciated being taken seriously, 
being taken good care of, being given relevant and comprehensible information and advice, and feeling that 
someone had seen and understood their needs. „Did they listen to me? Yes, I think so. …Yes I do.‟ 
There are reports in the interviews of some very good psychiatric nurses who took an active part in the care and 
did everything they could for the patients. One wife described having good meetings with the nurses and with her 
husband‟s contact person, „I am satisfied with the support both from his doctor and nurse and from his contact 
person.‟ 
Being relieved of a burden:  
Participants relate how open dialogue and relevant information helped them to understand and cope with their 
relative‟s illness and how the support of particular staff members helped to relieve them of their burden. „Yes, they 
have helped me.… They are so kind and they always stand up for me.‟ One woman expressed appreciation for a 
„fantastic‟ staff member who was engaged and did everything possible for patients: „... at last, at the beginning of 
December … the woman from the team arranged an appointment at last, this time with a reasonable doctor in the 
psychiatric clinic‟, and another talks about „…this fantastic contact person [for her father], who is also his old 
friend.… I am very happy about this… and he is also easy to talk to and to get on with‟. 
4.  Discussion 
In the evaluation of mental health care, patient satisfaction is an important measure of psychiatric quality and a 
measure of the value of the unit‟s performance. However, family members are not commonly asked about their level 
of satisfaction with the care their relatives receive or with the support or opportunity for participation they are 
offered (Schröder 2006).  
The results of this study show the dissatisfaction of family members with the psychiatric care of their loved ones 
and with their relationship to the psychiatric care system and their related demands for transparency and 
participation. The fundamental feeling expressed in all the interviews is one of ambiguity: they experience 
themselves as involved, yet not involved, in the psychiatric care. Relatives feel that no one takes complete 
responsibility for their sick relative, and they feel left out, unheard, uninformed, dissatisfied, and alone. Many 
relatives feel that there are gaps in the dialogue regarding the patient‟s care and treatment and that there is a lack of 
transparency and participation in diagnosis, prognosis, treatment, and rehabilitation. This is consistent with the 
results of earlier qualitative studies (Östman 2000, 2004; Östman & Kjellin 2002, Syrén 2010). There is also a clear 
connection between the confidentiality requirement governing the rights of patients and obligations of professional 
health care staff in the Health Care Act (HSL 1982:763) and criticisms levelled at the health care unit by patients‟ 
relatives.  Relatives in this study point out deficiencies in the specifically the vague description of the families‟ 
proposed connection with professional caregivers and institutions in planning their loved one‟s rehabilitation. 
2302  A.-B. Wilhelmsson / Procedia - Social and Behavioral Sciences 30 (2011) 2296 – 2304 A.-B. Wilhelmsson / Procedia – Social and Behavioral Sciences 00 (2011) 000–000  
 7 
Relatives also feel that there is no coordination between the different care providers involved in treatment and that 
over-reporting between the various levels means that important information about the patient‟s medication, 
treatment, and rehabilitation may be overlooked in a flood of trivia.  
Psychiatric reform (SOU 1992:73), aimed at improving support and coordination for the mentally disabled, has 
actually had a negative impact on patients and their relatives. Relatives report that the health care staff often have a 
bad attitude, showing very little sensitivity or empathy for family members; they say they lack confidence in the 
psychiatric care system, believing that they are not seen and that no one listens to them. Some participants 
sympathised with staff members, who they described as needing further training and support in responding not only 
to seriously ill patients, but also to their relatives. Family members also had major questions about who to turn to for 
answers about their sick relative and for support in managing their everyday family lives. In the majority of 
interviews, relatives said they would welcome professional talk therapy, but it had not been offered.  
The lack of continuity and consensus in care and treatment permeates all of the interviews. Relatives feel 
uninformed and excluded from the care and treatment of their loved ones. They believe that over-reporting and 
deficiencies surround and undermine evaluations and structures for planning and rehabilitation. New concepts and 
treatment models are introduced without family members having access to concrete information about the changes 
that have been decided. 
Relevance for clinical practice 
Our findings highlight the importance of providing family members of people with mental illness support and 
backup in their daily lives. This study is intended to contribute to understanding and working towards meeting the 
needs of the families of the mentally ill through understanding the effects of the current approach of county council 
and psychiatric care in Sweden. The results clearly indicate that relatives want to play a part in the care of a person 
with mental illness. The next step is to define how county council and the psychiatric care system can progress in 
their work with family members of the mentally ill. We believe that communication, education, and talk therapy, 
based upon individual needs, can contribute both to the lives of people with mentally ill relatives and to their 
abilities to participate in the psychiatric care of their loved ones.  
It is important not only to acknowledge the difficulties of living with or supporting a person with mental illness, 
but also to allow relatives the opportunity to talk about positive events both in the care of their loved one and in 
private life.  
5.  Conclusion 
Psychiatric reform in Sweden has had both positive and negative effects for the mentally ill and their families. 
Family members of the mentally ill are expected to take more responsibility for their relatives, but they have 
difficulty accessing services and negotiating the various levels of care. Although individual staff members are often 
very helpful, the system itself seems to thwart both family members and staff in their efforts to communicate and 
cooperate. The requirement of patient confidentiality is especially obstructive to family members attempting to 
understand and cope with their relative‟s mental illness. If family members are to contribute meaningfully to the 
care of their mentally ill relatives, they must be treated as partners in care. This means that they must have access to 
information and a voice in decisions about their relative‟s illness and care, and they must be supported emotionally, 
practically, and financially. 
2. Participant characteristics 
Subject 
 
Sex Age Marital 
status 
Relationship to 
patient 
 
Patient sex/age/ Diagnosis Years since 
diagnosis 
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1 male 51 married husband female/48 Depression 5 
2 male 53 married son-in-law female/72 Schizophrenia 40 
3 male 50 single father female/27 Asperger syndrome 10 
4 male 32 single son female/48 Depression 6 
5 male 75 married father male/47 Panic disorder/anxiety 20 
6 female 62 single mother male/28 Asperger syndrome 20 
7 female 57 married mother male/33 Schizophrenia 5 
8 female 45 live-in partner daughter female/79 Schizophrenia 60 
9 female 65 single mother female/43 Schizophrenia 25 
10 female 70 single mother male/48 Schizophrenia 22 
11 female 52 married sister male/45 Schizophrenia 26 
12 female 56 married mother female/38 Manic depression 11 
13 female 75 married mother male/47 Panic disorder/Anxiety 20 
14 female 63 divorced mother male/40 Schizophrenia 15 
15 female 79 married wife male/82 Depression 3 
16 female 50 married wife male/52 Depression 11 
17 female 38 married daughter female/60 Schizophrenia 35 
18 female 45 married daughter female/72 Schizophrenia 40 
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